Abstract
Introduction
The serious financial and economic crisis in Greece has affected the services provided to children with autism spectrum disorders (ASD) (Kalyva, 2013 ; Stampolis et al., 2012; Syriopoulou -Delli et al., 2012). The reduced economic capacities post-crisis, at both state and family levels, continue to prevent these children from fully enjoying their constitutional rights to inclusive education, quality health services and effective social care structures (Policy Department C, 2013). Greek Social Services have been described as unavailable, difficult to obtain, inappropriate and inaccessible (Kalyva, 2011 This study aimed to shed light on the challenges that parents, and families face in supporting their children with disabilities in an age of austerity with welfare services curtailed. This paper is based on a previously published conference paper describing my doctoral research. Karim et al., (2012) and Ridge (2013) have argued that families with disabled children are the worst hit when resources are restricted. Hartas claims neoliberal policies make parenting harder because the legitimacy of the state's support for structural inequality is questionable and so responsibility for overcoming structural problems and the unequal provision of adequate services to children rests with the family itself (Hartas, 2014) . Cuts to social benefits over the last decade have had a severe financial impact on most families, especially those with disabled children, and some young people's educational, social and physical needs have not been met (Ridge, 2013 ). Living with a child diagnosed with ASD poses many challenges for a family. Generally, parents are told to let the professionals organise interventions to support their child. However, insufficient resources and training, and lack of scientifically-based practice approaches have left many parents dissatisfied with the services provided and children not achieving their full potential, leaving families exposed to tremendous stress.
Their stress is increased by social stigma, which has not been extensively researched in Greece because of the economic crisis, nor have the difficulties stigma adds to other challenges these families face. Parents with children in the autism spectrum disorder are more at risk of developing depression and other mental disorders than parents of children with other disabilities (Benson & Karlof, 2009; Ekas et al., 2010) . Many questions arise about the relationship between autism spectrum disorder and the mental health of parents, particularly the mechanisms that link ASD to anxiety and depression found in parents (Cramm & Nieboer, 2011; Meirsschaut et al., 2010 ). Heiman's (2002) survey suggests that inadequate knowledge of ASD in relation to other disabilities and the socially undesirable and aggressive behaviour of children with this disorder seem to cause anxiety and depression in parents.
Three anxiety factors linked to the upbringing of a child with autism are the permanence of the situation, the lack of acceptance of autistic behaviour by society (and often the family itself) and the low levels of social support (Konstantareas & Homatidis, 1989; Twoy et al., 2007) . In Greece, these factors have not been extensively investigated; this research will address this lack, focusing on social stigma.
Much of the previous research into parental caregivers' emotional and physical health centred on their children's behavioural problems or hoe severe their disability was (e.g. Plant & Sanders, 2007) rather than lack of support (Resch et al., 2010) . The number of children diagnosed with ASD continues to rise, while resources decline or are insufficient to support parents and families (Hall & Graff, 2011) .
Understanding what parents go through is essential to the design of appropriate interventions to reduce parenting stress and empower the parents of ASD children by helping them access the available sources of social support and provide strategies to cope with stigmatisation (Dardas, 2014; Hope-West, 2011 
Autism in the Greek educational system
Much of the research into special educational needs (e.g. Glover-Graf (2011), suggests parents are likely to experience strained marital and extended family relations, social isolation, challenging education arrangements, and a sense of grief related to the restricted opportunities of their children. A diagnosis of ASD affects not only the diagnosed individual, but their entire family. Parents will have to advocate on behalf of their children, identify their needs, recognise their strengths, challenge practices and negotiate to participate in decision -making with the professionals, express dissatisfaction to providers, and reach resolutions regarding all these concerns.
Parents have the greatest influence on the outcomes for their children with ASD (Wang, 2008; Singer et al., 2012) . Beatson (2008) , Beckman (2002), and Prelock et al. (2003) highlight the importance of the interaction between families and professionals. The increase in diagnoses of autism spectrum disorder has resulted in the creation of a special needs category -Greek education laws 1566 (1985) and 2817 (2000) . In 2008, a new education law (3699) specified that children with autism spectrum disorder were to be placed in line with their cognitive and language abilities and social skills (Makrygianni & No suggestions are offered as to how these aims will be met, as no legislation in Greece targets ASD specifically, only the education and treatment of all children with special needs. The newer ABA approach is not mentioned in any official document. The traditional eclectic interventions by psychiatrists, psychologists, speech and language therapists, special educators and occupational therapists are often prescribed and partly funded by the public health system in educational or home settings (Ministry of Interior, 2007). Kalyva (2013) and Stampoltzis et al.'s (2012) empirical studies exploring the needs of children with ASD in Greece found the Greek government's financial support for parents of children with ASD and professionals for training and professional development was inadequate. In addition, very few secondary schools in Greece had the curriculum content, teaching accommodation and/or adequately trained personnel appropriate to the needs of ASD children. Kalyva (2013) claims Greek parents of children with ASD are not content with the facilities offered in formal educational settings (special schools). Gena et al. (2006) claimed Greek families suffer due to the under-funding of appropriate educational provision for their ASD children. Few empirical studies in Greece have examined contextual factors such as parents' involvement with their children's learning, parent -professional cooperation, the types of service offered in special education settings, the lack of public services and the generally limited resources within ASD education provision and the impact these have on social relations. A few studies (e.g. Problems often result from a mismatch between parents' needs and the resources available which could be effectively addressed by policy makers and service providers collaborating with families to identify needs and establish family-centred policies and services to meet them ( 
Social Stigma
The term stigma is used in the sense of disapproval by and exclusion from a social group when an individual's behaviour does not accord with its rules (Whitehead, 2001) . Most people, according to Goffman (1963; 1986) consider the stigmatised person as abnormal, even as non-human. At best, the stigmatized are considered human but incomplete, which can be presented as the justification for discrimination, both painful and inhibiting for the stigmatized individual's development. Hostile reactions can be seen by the 'normal' as justified by the phobias and the fear they face in encounters with these individuals (Goffman, 2009 ). Goffman (1963; 1986 ) also points out that the near environment of family and friends usually supports the stigmatised and, accepts them, albeit not in all cases. (2003) defines stereotyping as the attribution of negative value to socially silenced differences. Link and Phelan (2006) add that the sources and targets of stigmatization are two different concepts; felt and enacted stigma. Felt stigma relates to the feelings of those with a socially undesirable attribute while enacted stigma relates to discrimination against those who have a stigmatizing attribute. Parker and Aggleton (2003) suggest enacted stigma produce and reproduces the existing social hierarchies and resisting or negotiating the experience of felt stigma is a way of challenging these hierarchies.
Social stigma and Autism Spectrum Disorders
Stigma associated with ASD is significant and widespread. Kinnear et al. (2016) suggest the need for research into the parents of children with ASD to further understand the components and impact of stigma on their lives. Stigma is a multifaceted construct, according to Goffman (2009) , deeply discrediting since it turns the individual from a whole person into a tainted, discounted one. Wachtel and Carter (2008) argue that when a child is diagnosed with ASD, parents experience a range of feelings and a set of challenges that impact on their psychological adjustment, ranging from relief because their suspicions were validated, to grief for the loss of a life the way they had envisioned. Gray (1993) adds Goffman's (1963; 1986) courtesy stigma or stigma by association to refer to those who voluntarily associate with stigmatized individuals. Lilley (2013) includes parents among the circle of people she calls "wise" in the sense that they are "intimate with and privy to the daily lives and social worlds of those who are stigmatised" (Lilley, 2013, p.4), and so become stigmatised themselves through this connection. Gray (2002) found stigma by association applies to the parents of autistic children and highlighted the situations that provoke stereotyping and facilitate stigmatisation: the differences between the external appearance of children with ASD and the reality of their condition; the distinctive, disruptive, and socially inappropriate behaviour that children with ASD exhibit; the hardship that parents experience trying to get an accurate diagnosis. (2003) refers to as the subjective burden of stigmatization, relating it to feelings caregivers experience in coping with other's reactions to children with disability. Green identified a range of emotions: "embarrassment, guilt, shame, resentment, entrapment, worry" (Green, 2003, p.1364). Gray (1993; investigated courtesy stigma as experienced by the parents of children diagnosed with ASD, arguing that mothers experience stronger feelings of stigmatization than fathers as they "take greater responsibility for the public presentation of the family" (Gray 1993, p.114) . Green (2003) also suggests that "the degree of stigma expected by mothers has an impact on the emotional and social outcomes for themselves and their children" (Green, 2003, p.1371), while Brobst et al. (2009) point out common themes in research regarding the difficulties of parenting a child with special needs include fathers' lesser involvement in child care. Parish et al. (2004) point out that the needs of children with developmental disabilities' range from specific therapies, respite care, complex diagnostic tests, modifications to their homes, equipment, adapted to their requirements medication, and special educational services, all of which entail financial difficulties, loss of employment and lack time for parents' personal needs. Link and Phelan (2001) discuss stigma in the context of interrelated power differentials, including loss of status, when stigma prevents the individual from fully participating in the social and economic life of the community. Lilley (2013) argues that the problem is partly due to inadequate state support and services for the developmentally disabled; consequently, one parent has to be available at all times to look after their child, negotiate and advocate with service providers for their child's needs, and so is vulnerable to being stigmatised. 
Methodology

Research Design
The research language was Greek, and the author translated the methodological tools and results into English. Purposive sampling strategy (Patton, 2002 ) was used to select seventy-four parents whose children had been diagnosed ASD. The fieldwork was carried out in three (one urban, two suburban) special (SES) schools for children with ASD, all of mixed socioeconomic-status (SES) and three Centres for Differential Diagnosis and Support of Special Educational Needs (K.E.D.D.Y) 3 Centres located in the Attika region, urban and suburban. These settings were selected because multidisciplinary teams were there conducting assessments and supporting children with ASD. The mixed methods sequential exploratory design had two phases; quantitative questionnaire responses, open qualitative questions (see Appendix) then individual interviews, also qualitative. In this way, "the quantitative data and its subsequent analysis provide a general understanding of the research problem. The qualitative data and their analysis refine and explain the statistical results by exploring the participants' views in more depth" (Punch, 2011, p.300). 
Participants' Profiles (Questionnaires)
The 74 parents had lived in Greece for most of their lives, were raising their children in Greece and were the biological parents of at least one child diagnosed with DSM-5 Autism Spectrum Disorder. Their children were aged 7 -17 years old (when ASD diagnosis is easier) and, diagnosed with ASD by a registered child psychiatrist and were enrolled in either a primary or secondary state school. No real names are used to protect their privacy.
The demographic characteristics of the 74 are: most were mothers (70.3%) who had completed basic education (47.3%) and married (85.1%). The sample had 53 mothers (71.6%) and 21 fathers (28.4%). Most of the children with ASD were male, 58 boys (78.4%), 16 girls (21.6%). The questionnaire, in addition to personal and demographic information, asked whether there were other autistic children in the family and if their child with ASD presented other medical issues, as shown below (tables 1-3). 
Language and speech problems 70%
Balance and coordination problems 18.3%
Hearing Problems 5%
Feeding Problems 30%
Clumsiness 25%
Other
12.2%
Sample size: n=74
Measures
The questionnaire used a Social Stigma Scale adapted from the Impact 
Procedure
100 questionnaires were delivered to the participants by hand in order to maximize the return rate. This research complies with the guidelines of the British Educational Research Association (BERA, 2011). Official approval was obtained from the Special Education Department of the Ministry of Education in Greece. The participants were also told, as they were volunteers, they were free to leave the project at any point. Prior to the research, the participants had provided written consent and been made aware of the nature of the research. The participants were also informed that their cultural values would be respected and that their responses kept anonymous.
Results
Social stigma
Around half the parents indicated they had experienced negative stereotyping or prejudice according the Social stigma scale. About 36.5% of parents indicated their child had been stigmatised as 'disobedient' and 18.9% stated their children had experienced bullying. However, 64.9% of parents felt the level of public awareness of ASD was high which is encouraging. Most parents faced challenging behaviour from their child (aggression, tantrums, stereotypical behaviour, self-injury behaviour, being withdrawn and socially inappropriate behaviour) (see Figure 1 ).
Figure 1: Occurrence of Social Stigma (n=74, parents of children with ASD)
Green et al. (2005) argued that the majority "of research on caring for children with disabilities has emphasized the emotional distress of having a child with a disability and de-emphasized both the benefits of caring for a child with a disability and the negative consequences of stigma and socio-structural constraints". (Green et al., 2005, pp. 158 -160). They also claim that if emotional distress persists, it is due to the belief that disabled people are the objects of social stigmatization and not related to degree of disability. Table 4 shows that social stigma is not related to the parents' education level, that the severity of social stigma can be a problem for all socioeconomic levels of Greek society. Most of the 20 parents interviewed felt prejudice and stigma to be a significant obstacle in their lives. They reported rejection and struggles against discrimination. Twelve parents claimed they felt lonely and isolated because of being socially rejected while another actually experienced being socially excluded. Others claimed to have lost friends, while ten experienced limitations to their social lives. Seven parents experienced local rejection and stigmatisation, and also within themselves. Eight parents had asked local people to rethink their attitude to disability and accept people who were different. The interviewees indicated their relationship with the world involved indifference or compassion, or the need to explain the inexplicable behaviour of their child, that society's attitude to ASD is influenced by prejudice and stigma, resulting in isolation and discrimination against the child with ASD.
"I feel a gross injustice because people don't understand, and they don't accept my child's particularity" (a father's comment)
The various qualitative data of all participants was analysed using thematic analysis. Thematic analysis is a fundamental method of qualitative analysis and suggested by Braun and Clarke (2013) appeared to be the most feasible way of analysing the interview transcripts of this research to thematise the participants' experienced world.
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Social -Emotional Isolation and Social Networks
Due to their communication and social interaction difficulties, children with autism exhibit behaviours that are disruptive and hard to manage. These behaviours are not only a source of stress for parents but can make them feel extremely isolated.
According to the interviewees' responses, outside the home, the parents and families of ASD children often have problems controlling or disciplining them. Parents were the butt of unhelpful or abusive remarks outside the home as a result of their children's behaviour, when other people were around in places like churches, playgrounds, restaurants or when shopping. A few parents felt angry after unhelpful or aggressive remarks or about the behaviour of their children. Many parents reported having a normal social life challenging. They wanted their children to make friends and be accepted by others. They found it very painful for them to see their child rejected by others. Many suffered bouts of anxiety. The mainstream or special school can play an important role in improving social interactions with peers.
"It was a shock when the private kindergarten did not allow my child to participate in a school celebration, so as not to spoil or offend the parents of normal children" (a mother's comment)
The majority of parents experienced isolation due to their children's behaviour in a social environment. They felt a self-help social network of parents with ASD children could help the exchange of ideas, opinions and experiences in an environment friendly to their child as a way forward.
"We share our experience wIth our social environment because we want to include our child in it. We believe that it will be really helpful for him to be a member of our society" (a father's comment)
The interviewees acknowledged that other people can offer emotional support for their children with ASD; some shared feelings with their extended family and friends who also had children with ASD. The parents of ASD children need strong coping skills and informal support to reduce stress and deal with the social and psychological felt effects of stigmatisation.
Discussion and Implications
The social stigma parents of children with ASD 5 face and their needs and expectations were identified through questionnaires and interviews. A child with ASD creates challenges to family life and inter-familial relationships, which emerged from both quantitative and qualitative data about parents' everyday experiences of living with a child with ASD and the knowledge they acquired through trial and error.
Stigma played a major role in making life difficult for the parent/respondents of children with ASD. They worried about being treated differently, were ashamed or embarrassed by their child's condition or even tried to keep their child's condition a secret.
Greek parents of children with ASD face many trials, two of which are stigmatisation and lack of the appropriate provision for their child. The interview data revealed parents' concerns that their children behaved in non-age appropriate developmental ways and that the child they now had to raise is "different to the one they gave birth to", suggesting that some parents themselves could view their child as transgressing the dominant ideas of normal behaviour (Huws & Jones, 2010) and thus as stigmatised objects.
Parents in this study highlighted the need for professional and personal networks that could provide social support to help them work through societal prejudice and stigma. For the researcher, the value of this research lies in helping the voices of parents to be heard.
The questionnaire results suggest many Greek parents experienced negative stereotyping and prejudice, but only 35.1% felt public awareness of ASD was low. The most difficult to cope with social stigmatisation pertained to the nature of the condition, while more than half the parents saw prejudice as the major obstacle they have to overcome. Klar-Wolfond (2006) claims that better knowledge and understanding of ASD 6 will lead to greater respect, dignity, tolerance and support from the community, but the stigma attached to autism and the lack of understanding of it by the public put's parents under considerable levels of stress (Ming, 2006 The parents in this study experienced the felt, enacted, and courtesy stigma (outlined in Section 3) due to their child's condition. Gray (1993) and Green (2003) argue that mothers experience stronger feelings of stigmatization than fathers and Brobst et al. (2009) point out that fathers tend to have less involvement in caring for a child with special needs. Whether stigmatization is differently experienced by mothers and fathers is not clear, but the findings from this study also indicated that the majority of prime caregivers were mothers who had completed studies at university level and substantiate Gray's research (1993; .
Parents in this study seemed to experience the "structural discrimination" described by Link and Phelan (2006) when they tried to enrol their child at school and the school, they wanted their children to attend did not have the resources needed to help their children, but also because of the prejudiced attitudes of other parents. According to the findings, such attempts at exclusion occurred often enough to disadvantage children with ASD ( Parents argued that they were labelled and stereotyped by their social circle, and in response they tried to be frank and educate "others" about their child's condition. The participants claimed they felt inadequate as parents since their child was not able to achieve "the persuasive grip" of other children (James, 2005 The qualitative (interview) data revealed some parents experienced marginalization because their children would never reach the expected childhood milestones. They felt they belonged to a group of "us against the rest" as Lilley (2013) describes it and had to act as mediators for their children to minimize societal stigma.
As pointed out, the qualitative findings in this study indicate parents also experienced courtesy (by association) stigma; their responses suggest they had experienced all the attributes of stigma indicated in Gray's (2003) research. Parents' responses seemed to support Farrugia's (2009) findings of the parent-child relationships being seen in terms of disability as well as autism because their child's diagnosis made it difficult for parents to connect with him/her as they wanted to detach themselves from feelings of having "a spoiled identity". The interview data indicated that parents had to find new ways of communicating with their children while holding on feelings of "normal but different" Gray (1993) .
The data in this study show the experience of stigma is related to the lack of services for ASD children to meet their educational and social needs. Parents struggled to obtain equality in education and services while facing the absence of the necessary technical infrastructure, understaffing in schools, lack of funding, covert or overt practices of acceptance and/or rejection of people with disabilities in the education system (Loukisas & Papoudi, 2016 According to Hartas (2014) the privacy of family life should be guarded as the last refuge of parents and family members and function as a "buffer" between their children and the state to protect them from exploitation and oppression (p. 135). This was difficult to achieve according to the interviewees, since lack of social support and the stress of living with autistic individuals can affect the psychological wellbeing of the whole family (Gray, 1993, p 
.103).
Parents' emotional challenges particularly stigmatisation emerged as a key issue in this study. They may have experienced the status loss that Link and Phelan (2001) in the context of power differential refer to since they had to reorganize their lives according to their child's needs, by reducing their work hours or not working, with the corresponding loss of earnings and effects on every aspect of family life and societal attitudes to them. Parents' evidence resonated with Lilley's (2013) assertion that inadequate state support and services for the developmentally disabled entails one parent being constantly available to advocate their child's needs. Their shock and worry made them unsure about how to proceed and about the overall future of their children, which accords with Sigman et al.'s (2006) findings.
Overall, the findings suggest an urgent need for emotional support and counselling, especially when there are further cutbacks to overstretched welfare services; as Ridge's (2013) study showed, reduced state financial support greatly impacted on most, but particularly on; those families with children with SEN 7 , whose educational, social and physical needs are not met.
This study was conducted in Greece during a period of austerity, financial cuts that affected all aspects of life, including education provision. Other countries with similar socio-political structures may not undergo austerity in the same way in comparative terms. However, the study offers a lens through which to view attitudes towards disability, stigmatisation, especially when resources are scarce.
This study has implications for professionals working with parents of children with ASD in Greece. The high level of perceived stigma experienced by parents, suggests the need to design interventions to improve public awareness/education about ASD and so reduce stigmatisation, and to improve access to the appropriate services. Professionals need to respect parents' beliefs and provide appropriate information on the causes and strategies to support ASD children and their parents. Future research investigating the needs and wellbeing of parents raising a child with ASD could add longitudinal studies including evaluations of the quality of the services provided to demonstrate how the needs of parents of children with ASD change over time, from the time of diagnosis and throughout the development of their child. This could also contribute to a better understanding of autism as a concept, what it is and what it entails and how it could be accepted as normal, but different, rather than an object of stigmatisation.
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